Introduction
In this literature-based concept analysis study, the focus was on patient participation from a caring science perspective. This perspective was chosen because the concept is a phenomenon of caring. According to Eriksson and Lindstr€ om (1) , there is a need to develop concepts in caring science as a base which can be applied in a clinical caring context. Gustin Wiklund and Bergbom (2) describe that within the autonomous caring science discipline, concepts form the foundation for all scientific work. The authors state that it is with help from some core-and foundation concepts that caring science ontology is defined, and thus, the direction of substance development is set. Concepts can be divided into core concepts, foundation concepts, practical concepts, evident concepts, epistemological concepts and science theoretical concepts. Core concepts are carriers of essence properties. Properties are what decide that a concept is just that concept. Core concepts represent the inner meaning (2) .
The current concept, participation, is combined with patient because it is frequently used in nursing practice, as well as within many other areas. It appears in previous research: a concept analysis by Cahill (3) ; studies by Henderson (4) who focused on the phenomenon of patients' participation; Eldh (5) , Lindstr€ om (6) and Larsson (7) on participation from the patient perspective and Florin (8) as well as Sahlsten (9) from the nurse perspective. The studies above showed that patients' participation is a concept that is complex to define because of its uncertainties and does not always work in clinical practice. However, it can be understood as a positive concept in the caring relationship and is concerned with the caring situation and self-determination of human beings. The concept is frequently used in daily nursing practice and is given a role, for example, in Swedish law (10) as well as other healthcare documents. Participation is concerned with patients' rights, and when reading legal texts, you can get the impression that patients' participation is accepted and works in practice. However, previous research shows that the concept of participation, in a caring science context, is unclear and does not work in practice. According to a report (11), possible obstacles to patients' participation in a clinical context are lack of continuity due to high staff turnover or lack of time, lack of documentation, if the patient does not believe in his or her ability, the physical environment and the absence of appropriate resources.
The concept of patients' participation has been analysed by Cahill (3) in a nursing context. The result showed that patients' participation depends on the existence of a relationship. There should be a narrowing of the appropriate information, knowledge and/or competence gap between the Registered Nurse and patient, using suitable modalities in different contexts. There should be a surrendering of a degree of power or control by the nurse. Engagement in selective intellectual and/or physical activities during some of the phases of the healthcare process is needed. Positive benefits associated with the intellectual and/or physical activity are also required (3) .
Another concept analysis of patients' participation (12) notes that in nursing, patient sharing can be defined as an established relationship between the patient and the nurse, the nurse has some power and control, shared information and knowledge, active involvement together in intellectual and/or physical activities. However, there is a lack of clarity about what caring activities lead to patients' participation. Patients' participation as a concept within health care has been studied in several studies (4-9), but it seems that the number of studies about patients' participation has decreased since 2000. On the other hand, it seems as if focus has increased on person-centred care, where patients' participation is a cornerstone. Personcentred care (13) has been shown to advance concordance between care provider and patient on treatment plans, improve health outcomes and increase patient satisfaction. Person-centred care highlights the importance of knowing the person behind the patient, as a human being with reason, will, feelings and needs. According to Kitwood (14) , the founder of person-centred care in the clinical context primary within dementia care, a prerequisite for giving good humanistic care is having a basic view supporting the personality, emotions, experiences, needs and wishes of a person (14) .
However, focusing on increasing knowledge about patients' participation moves the concept closer to practice. Cahill (3) described that patients' participation is a complex and sophisticated concept which is of extreme importance for nursing. Cahill (3) also stated that development of the concept is needed as we develop our knowledge. The concept analysis can then help caregivers (physician and nurse) to apply the concept in practice (15) , and as Rodgers and Knafl (16) wrote: 'a concept analysis is a never -ending story'. What is the inner core of patients' participation? Which is a question of importance for clinical caring science and, ultimately, the patient. The purpose of this study was to report a concept analysis of the meaning of patients' participation.
Method
Patients' participation is a common term in healthcare practice. It is essential to be able to capture elements and develop a definition of the concept of patients' participation.
A concept can be defined as the abstract content of a linguistic term (17) . It may be that the concept of participation is used too easily with no awareness of its true meaning. To determine the internal structure of a concept, it must be divided into smaller elements. The Walker and Avant (15, 18) method is one of the useful strategies in developing a concept (19) .
The analysis is based on eight steps: (1) Select a concept, (2) Determine the aims and purposes of the analysis, (3) Identify all uses of the concept that one can discover, (4) Determine the defining attributes, (5) Construct a model case, (6) Construct borderline, related and illegitimate cases, (7) Identify antecedents and consequences and (8) Define empirical referents. All the steps are performed in the current analysis except for the last step, number eight, which seemed to be impossible to implement, and on the other hand, the results are based on research from nursing practice. According to Walker and Avant (18) , one of the most important outcomes of concept analysis is the development of a new theoretical tool.
Literature search
A literature search was conducted covering the twentyyear period of 1995-2017 so that the research covered a wide era.
Walker and Avant (18) state that one should not limit the literature search. Instead, it must be conducted through scientific articles, nursing/caring literature, medical literature, popular magazines, textbooks and novels.
Within the present concept analysis, the literature search for previous research on the concept has been limited to the meaning of patients' participation. The search for previous research has been conducted in the following databases: MEDLINE, PubMed, Cinahl and Nelli. Google Scholar was used to broaden the research. Keywords were patients' participation, consumer participation, caring science, concept analysis and health care practice.
There were only a few studies found and a lot of the material was discarded, after reading the titles and abstracts revealed that they were mostly about other things than had been asked for. Research has been conducted, and studies have been produced on patients' participation. It seems that interest for the subject reached a peak during 2000s. Within the present concept analysis, six theses were found which answered the aim, five Swedish and one Australian, and are included in the result (4-9). All six theses have a nursing perspective. Data material from dictionaries, articles and textbooks is also included in the study. The choice of textbooks was made using the same parameters as the articles, what can patients' participation mean? Some of the textbooks are older than 1995 but are included because of their relevance. The analysis was made with the help of Walker and Avant's model (18) and included papers, textbooks and dissertations.
Findings
The concept 'Patients' participation' has been used as a combined concept. The word patient derives from the Latin, pati and means to suffer (20) . Participation is related to its dictionary and historical definitions. The etymological part describes the history of the concept, and the semantic part clarifies the concept of linguistic meaning. No differences in meaning were found in the dictionaries used between 'patient' and 'participation' in English and Swedish.
Use of the concept
In order to determine what the substance of the concept of participation is, it was first examined to see what an Etymological dictionary says about the concept in a historical perspective. In the Swedish version, the concept of participation was not included. Translated into English, 'participation' was found within the Online Etymology Dictionary (21): late 14c., from Old French participation (13c.) and directly from Late Latin participationem (nominative participatio) "partaking," noun of action from past participle stem of Latin participare "participate in, share in, partake of; to make partaker, to share, impart," from particeps (genitive participis) "partaker, comrade, fellow soldier," also, as an adjective, "sharing, partaking," from pars (genitive partis) "part" (see part (n.)) + -cip-, weak form of stem of capere "to take," from PIE root *kap-"to grasp.
Within semantic mapping, the concept 'participation' is presented from its linguistic meaning. The lexical analysis has been conducted from dictionaries and encyclopaedias. According to the result, the concept 'participation' has the most obvious connection with the synonym share.
Participation as a phenomenon
Ashworth et al. (22) immersed themselves in the phenomenology of participation in relation to caring. The result showed two central themes of participation as a phenomenon. (1) Participation means to be a member of the overall knowledge that tasks, routines, purposes, roles and statuses are available for the patient. This means that the patient is free to decide how he or she acts and communicates. (2) Participation means being unthreatened with interaction with others. Genuine participation depends on the patient being relaxed and able to show his or her personality without feeling threatened.
Both themes give the human being the possibility to interact with others in a meaningful way. Without the themes, the phenomenon cannot appear. Ashworth et al. (22) also state that the phenomenon 'participation' has many implications for caring and health care. Patient care can only be improved if the caring relationship is based on participation.
Henderson (4) conducted a study where the purpose was to investigate, describe and analyse nurses' and patients' perspectives on the phenomenon of patients' participation in a hospital context in Western Australia. The result showed that the most basic problem for both nurses and patients was the lack of understanding of the meaning of patients' participation and its connection to nursing philosophies. This led to nurses and patients embracing three variants of participation: participation which includes patients in all aspects of their care, participation only in patients' daily-life activities and pain relief, and as the last variant, no participation at all. This resulted in conflicts about how care should be performed. Healthcare providers came to work with this in three phases. In the first phase, nurses and patients identified when they met a lack of conformity around participation. In the second phase, nurses and patients observed each other in these situations. In the third phase, the lack of conformity was likely to decrease because nurses and patients changed their behaviour to find balance. From this interactive process, a theory about patients' participation was developed.
Participation from the patients' perspective
Eldh (5) conducted research where the aim was to understand and describe what patients experienced as participation and nonparticipation in care. The study showed that patients' participation meant to have trust, to understand and to have control. To participate as a patient also meant to have knowledge so the patient could handle his or her illness and symptoms. Penney and Wellard (23) found in a study that patients thought the concept participation was hard to define. The patients limited their definition to self-care and to being independent.
An Australian study (24) with the purpose of investigating patients' perception of involvement in nursing care showed that the patients were motivated but felt their opportunities for participation were restricted, due to a sense of power imbalance between nurse and patient.
Participation in caring from the nurses' perspective Sahlsten (9) had the purpose of finding basic theoretical structures to explain patients' participation as described by nurses. The result showed that to stimulate and promote optimal patient participation, nurses need to use intentional strategies to achieve reciprocity in negotiation with the patient as an equal partner. Nurses should also balance obstacles for patient participation so the patients are not disadvantaged. Factors which were meaningful for promoting patient participation were the relationship with the patient, the nurses' communication skills, continuity and organisational conditions.
The importance of dialogue between the patient and nurse and shared decision-making was shown in a study performed in Greece (25) . The survey was conducted among all nurses in all medical and surgical wards at three Greek hospitals. The aim was to investigate nurses' opinions about patients' participation.
A study in Australia (26) had the purpose of describing and understanding activities patients and nurses undertake to assume patients' participation in nursing care. The interaction between patient and nurse showed dialogue and knowledge sharing. Nurses had the control, which affected the patient participation (26) .
A Swedish study concerning patients' participation (27) showed that despite long implementation, patient participation had not improved. It had only led to an acceptance among caregivers.
Participation in relation to Caring Science
Based on how Cahill (3) described the positive effects of patients' participation, the patient needs to get information and learn about his or her illness in order to participate. Hansson Scherman and Runesson (28) describe that learning is initially concerned with reproducing and seeking a sentence. Marton et al. (29) state that the learning human being has already learned and has earlier experience and understanding. Hansson Scherman and Runesson (28) complain that one way to see learning is to see it as changed participation. One interpretation can be that it needs focus on the patients' learning to reach participation.
The patient acquires new knowledge, skills and attitudes when he or she actively participates in cooperation with the caregiver (30) . The word 'learning' in a caring context is to be understood as a social community between the teaching caregiver and the patient. The patient must feel that he or she is respected and being listened to but also, that he or she has an obligation to participate (30) . The substance of caring is to tend, play and learn (31) . It can be seen here how participation can be connected to caring sciences through learning.
Lejsgaard Christensen and Huus Jensen (30) describe patient awareness. They state that patient awareness requires that the patient has been offered the best possible knowledge and has learned about his or her own body and soul. If the patient is aware when he or she makes decisions, and can affect their own health, wellbeing and recovery improve, and the patient is participating. This is also an aspect of patient participation that can be connected to caring sciences through the core concept of health and the human being, as body, soul and spirit. According to Eriksson (31) , health is to be whole or integrated and caring is to alleviate suffering.
Cahill (3) concluded in her concept analysis of patient participation that a relationship must exist. According to Eriksson and Lindstr€ om (32) , each meeting between a professional caregiver and patient creates the possibility to change in a spiritual/existential respect. Sivonen (33) concluded that a caring relationship is potentially spiritual and the experiences human beings have affect their spiritually. Eriksson and da Silva (34) state that the human being is primarily 'two together' and creates meaning together with others. According to Eriksson (31) , natural care is a process together with others. A professional caregiver can create relationships which have friendship as their attribute. These relationships can be termed mutual relationships or caring relationships. The caring relationship is in its character an expression of reciprocity between caregivers and the patient.
Penrod (35) describes how the spiritual need to participate in life was very strong for dying patients. The patients wanted to participate in as many decisions and choices according to their lives as possible. This resulted in a need for information about many things. Some wanted to know more about their medical treatment. Others wanted to be informed about relatives and friends.
Rosengren's (36) interpretations of the texts by Pascal showed that misery and illness cannot be solved without the efforts of human beings. The interpretations by Rosengren (36) could be seen as the human being's participation in his or her own health by the struggles he or she must sometimes overcome. When the human being makes a real effort, he or she becomes stronger. Life is formed by coincidences and the human being must be able to handle disturbing elements and illness, which intrude. In other words, the human being as a patient has to participate. Suffering can be hard to handle but when the human being acts by him/herself and participates, the burden becomes lighter.
Defining attributes
According to Walker and Avant (18) , the fourth step of the analysis, defining the attributes, is an attempt to find the characteristics that most frequently occur in relation to the concept in the literature in a caring science context. As we can see the concept of patients' participation depends on and includes the three caring science concepts: learning, caring relationship and reciprocity. Learning and reciprocity occur in the caring relationship.
Model case
According to Walker and Avant (18) , model cases are based on a patient visit to a healthcare centre. The reason why the authors chose this clinical context is not because of the healthcare centre context itself. The reason is the patient situation: not feeling well, making a first contact with health care and at the first visit getting a diagnosis, which is lifelong. The model case shows how it can be possible for the patient to participate through her own learning, when healthcare providers teach her, and how she becomes a part of a caring relationship.
Maria has not been well for a while and gets an appointment at the healthcare centre. Now it is time for nurse and physician examination. The physician calls for Maria in the waiting room. He introduces himself and shakes Marias' hand at the physician's room and he asks Maria to sit down and tell him what she feels is wrong with her health. Maria is even asked to say if she has had any previous diseases. The physician listens carefully without interruptions, and he also makes notes while he is listening. When Maria has told her story, the physician tells her he is going to do a general examination and afterwards she can leave some blood tests. He tells her which blood tests, in a way she can understand. Maria takes her blood tests, and after a while, she is asked to come back to the physician's room. The physician informs Maria about the results of the blood tests and that one is abnormal. The abnormal test is the blood glucose, this is very high and that is why Maria has been so thirsty. The physician informs Maria that she probably suffers from type 1 diabetes and needs treatment with insulin injections. The physician informs her what diabetes is about and what has happened in Maria's body and how the disease is treated. Afterwards, Maria meets a nurse who is specialised in diabetes. The nurse and Maria get on well from the start and the nurse teaches Maria how to use the insulin pen and how to test her own blood glucose. The nurse also gives Maria papers with information about diabetes to read at home in peace and quiet. Both the physician and the nurse have given Maria their time, and Maria feels secure and has had the opportunity to ask questions and participate in her own care. A new appointment is booked and Maria is given the phone numbers she might need, and Maria finally walks home. She thinks she has much to learn now and she does not want to be negative. Her relationship with the nurse and physician was supportive, and she felt power within herself.
Comment: In the example, the physician and the nurse have a caring relationship with Maria, they have met in reciprocity and the patient is learning, the physician and nurse teaches, about her disease. Patients' participation is attained.
Borderline case
Consider the model case and remove one of the defining attributes for participation, for example caring relationship, and then the scenario can be that the physician does not create a relationship with Maria. He may act impersonally and just be informative. Maria may not feel trust, and she might feel like an object.
Related case
Consider the model case again; the physician and the nurse make Maria participate through their teaching. It is the physician and the nurse who create the learning situation by teaching Maria about diabetes, and Maria learns. If, conversely, the physician and the nurse give poor information, then Maria would have to seek information in other ways and learn by herself.
Illegitimate case
Maria has not been well for a while and has got an appointment at the healthcare centre. Now it is time for an examination. The physician wants to listen to her lungs and heart, and test her blood pressure. Everything is done very fast and many thoughts rush through Maria's head. The physician tells Maria she has to do blood tests at the laboratory, and he does not say which tests or why. Maria asks at the laboratory which tests are taken, and the answer she gets consists of the medical names of the tests and is told that if she wants to know more she must ask the physician. After a while, Maria is called back into the physician's room. He tells her she is suffering from type 1 diabetes. Other persons come into the room with booklets, papers and time for a new appointment at the healthcare centre in 2 weeks. Maria is also told that she can pick up the insulin at the pharmacy; the physician has sent a prescription. Maria's head is spinning. What did they say?
Comment: This is an illegitimate case according to the model case. The physician does not create a caring reciprocal relationship with Maria and no learning situation at all. Patients' participation cannot be attained.
Participation antecedents and consequences
The essence of patients' participation is learning, the caring relationship and reciprocity. An antecedent for patients' participation is the creation of a caring relationship, and this is necessary to gain trust. To achieve this, dialogue and continuity are required. The consequences of patients' participation are trust, a feeling of having control, knowledge about the disease is received, a feeling of being understood and a feeling of independence. Thus, the feeling of well-being intensifies.
Discussion
The result of this study presents a point of view showing when attributes are combined with antecedents and consequences, a definition of the concept can be achieved: the essence in patients' participation is learning, the caring relationship and reciprocity. The included literature within the current concept analysis all shows that participation was difficult to define and in the clinical context the patients often experience a lack of participation in their own care. The difficulties surrounding this appear to have their roots in weak knowledge among caregivers. Florin et al. (37) discovered that nurses understood that patients wished for more participation than they really wanted.
The differences of what patients wished for and wanted could be seen in relation to age and social status but not in relation to gender. The caregivers were not always aware of patients' perspectives and tended to overestimate patient willingness to have an active role in their own care. N aden et al. (38) pointed out in a literature study that older patients often felt that they were not seen or heard by caregivers. The study also showed that participation among older patients concerning decision-making was low but that this could be improved. All healthcare providers need education and training to be able to apply participation in an enhanced way to patients.
Based on how Cahill (3) describes the positive effects of patients' participation, the patient needs information and learns about his or her own illness through being involved. Hansson Scherman and Runesson (28) mean that learning is primarily to reproduce and to seek an opinion. Marton et al. (29) believe that the learning person is already learned and has previous experience and understanding. Hansson Scherman and Runesson (28) argue that a way of looking at learning is to see it as a changed participation. The interpretation here may be the need to focus on patient learning to reach participation.
The patient acquires new knowledge, skills and attitudes when he or she actively participates in an equal collaboration with the caregiver (30) . The term education should be understood as a social community between the educational caregiver and the patient in a clinical context. The patient should feel that he or she is respected and listened to but also that he or she has an obligation to participate actively (30) .
The substance of caring is, according to Eriksson, to tend, play and learn (31) . Here, we can see how the concept of participation can be linked to caring science through learning.
Lejsgaard Christensen and Huus Jensen (30) also describe patient awareness. The authors believe that patient awareness assumes that the patient has been offered the best possible knowledge and has learned about his own body and soul. If the patient is aware when he or she can make decisions and take an initiative that affects health, the well-being and recovery increase, and the patient is participating.
It can, however, be stated that patients' participation is an essential basis of medical treatment and nursing. Participation is known to reduce stress and anxiety (12) . However, as Sahlsten et al. (12) write: each patient and each nurse may have his or her own opinion or ideas about the meaning and implementation of patients' participation and it has been shown that participation is essential and increases patient motivation and satisfaction with received care. As an example, Hjelmgren and Anell (39) conducted a study and pointed out that the possibilities that patients had to affect their own care were a factor which was crucial for how they chose a healthcare provider.
Sahlsten et al. (40) clarified with a study that patient participation could be explained as an interactional process identified as mutuality in negotiation, based on the four components: interpersonal procedure, therapeutic approach, focus on resources and opportunities for influence. Mutuality in negotiation constituted the dynamic nurse-patient interaction process. The authors also stated that the nurse had to provide adequate and correct information.
According to the result of the current concept analysis, patients' participation relies on three caring science concepts: learning, caring relationship and reciprocity. In a caring science perspective, participation could be seen in an encounter between the nurse and the patient, the caring relationship. Participation can also be connected to freedom and dignity. It is about will and could be compared to the ontological health model where the practice of health is related to the willingness to be healthy. The patient makes a choice to participate in his or her own health, for example by healthy living (41) .
There are several limitations to this concept analysis. First, there are other ways that might have generated other results. The literature search was limited to databases, and the sheer volume of results retrieved with the initial search terms required application of search limits that may have excluded important uses of the concept. Suggestions for future development of this concept analysis would include extension of the sample to include more literature associated with the concept of patients' participation. Other limitations are also related to the complexity of patients' participation as a concept and there is, according to previous research, a lack of clarity about what kinds of caring activities lead to patients' participation. Deeper analyses than concept analysis are needed to understand patients' participation from a caring science perspective. It is also a problem that the literature is very comprehensive, and the searches in databases could have missed articles.
Conclusion
In this concept analysis, it is revealed that the concept Participation has been an overused concept with vague meaning that is prevalent in nursing practice. This current concept analysis shows that patients' participation is a phenomenon of caring and it relies on three caring science concepts: learning, caring relationship and reciprocity. The next question for caring science research in this area is how these three attributes are best practically achieved in a clinical context, though this does not seem to be clarified. The result shows how to understand the concept in a new way. The concept is important because the concept is relevant in healthcare today.
